Vision

The future system of supports for people with developmental disabilities needs to meet more of the
significant and growing unmet need, respond to the shift in consumer preferences toward community
integration and self-direction, and support consumers to live in, contribute to, and participate in their
communities as much as possible. It will need to rely on and support shared responsibility with individuals
and families. Not only are those the directions preferred by most families and consumers, but they make
the most efficient use of resources. Governor Gregoire has outlined the first steps toward this vision in her
policy statement: Reforming How We Care for Washingtonians with Developmental Disabilities.

What Challenges Are in Front of Us?

The current DDD system of supports reaches only 63% of the 38,000 Washington residents with a qualifying
developmental disability. About 18,000 are under age eighteen and 20,000 are eighteen or older. The
DSHS ADSA Division of Developmental Disabilities (DDD) provides support to approximately 24,000 people
who are living in the community. Another 915 clients (December 2009) live in one of the five Residential
Habilitation Centers (RHCs).

In the next decade the number of Washington residents with a developmental disability will increase to
51,000, driven by several factors:

* The prevalence of autism spectrum disorders is rapidly increasing and is now estimated at 1:110
children (up from 1:160 ten years ago).

* Medical advancements ensure that more medically fragile children survive and need supports.

¢ The impacts of public education, improvements in services, community inclusion programs, and
family support initiatives have allowed people to remain in their own homes.

¢ The Individuals with Disabilities Education Act (IDEA), Head Start, Child Find, and other early
intervention programs have identified children in need of service, increasing demand.

* People graduating from public school expect residential supports, employment, and day services.

e The prevalence of public school graduates has not increased in recent years, but early identification
and personal expectations have increased the demand for public services.

Washington serves proportionately more people in institutions than most other states. Changes are
needed to increase the number of clients who receive safe, high quality integrated support in the
community. These changes will also free up badly needed funds to extend better support for more clients
and need to be accompanied by long-term investments to gradually build a system of supports to deliver
better service.

Where Are We Going?

To best prepare for the challenges of the next decade will require several key areas of strategic focus:

1 ® MARCH 2010 | AGING AND DISABILITY SERVICES BRIEFING REPORT DSHS | ADSA



e Greater reliance (with improved supports) on families of both children and adults.

e Greater investment in locally available and community based options that help people live in their
community.

e Greater investment in support directed by consumers and their families.

* Commitment to individual and family, strengths-based assessment and service planning.

* Services that recognize family caregivers are providing support for longer periods of their lives and
the caregivers are aging.

e Making added investment in community supports and focusing critical expertise currently at RHCs
toward future community needs.

How Will We Get There?

The Governor’s FY 2011 Supplemental Budget proposal (for legislative consideration) includes investment
in:

e Expanded in-home behavioral support for children to prevent out-of-home placements, up to the
limit of 100 families approved by the federal Centers for Medicare and Medicaid Services.

* Creation of new community-based programs for children by creating three new State Operated
Living Alternatives (SOLA) programs specifically for serving children.

* Expanded community-based residential respite capacity, adding community-based respite options
for each of the six regions.

e Expanded community-based residential services, including capacity to serve 24 more people with
Expanded Community Services and 13 more with Community Protection Services.

e A gradual decrease in the number of institutional beds through phased closures and transfers to
community support.

* Increased staff capacity to support clients in transition from RHCs to community living.

* Engaging families and other stakeholder in discussions of what additional system capacities need to
exist for people with developmental disabilities.

e Establishing resource centers close to the population of people with developmental disabilities that
add capacity.

“Rightsizing” the System of Supports

Determining the right capacity for the components of the DDD system of supports needs to first recognize the
current and future preferences on the part of DDD consumers for community integration, inclusion, and
participation. Secondly, the question of the “right size” for RHCs is critical because of the cost pressures of
maintaining the facilities within a limited budget and what that means to the ability to increase the number of
people served and improve the quality of services elsewhere in the service system. It is estimated the public
would save $54,000 for every person who was moved from a RHC into equivalent community services. Those
resources could potentially be used to help others not currently receiving support. The first steps toward
changing the size and role of RHCs are part of the Governor’s policy statement: Reforming How We Care for
Washingtonians with Developmental Disabilities.

A related question is how to capitalize on the staff expertise that currently exists in the RHCs. Most analyses
recommend continued phased downsizing and a change in role to support communities with emergency crisis
respite and ambulatory care/clinical outreach services, focused on providing support to people with autism
and/or complex behavioral and medical needs.
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While Costs Differ, People with Similar Needs are Served in All Settings

Average Annual DSHS Services Cost for DDD Clients
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Partnerships will be Critical to Success

Overlap in Level of Support Needs Exists for All
DDD Clients in All Settings

The findings below are from a recently completed
study by the DSHS Research and Data Analysis Division,
Assessment Findings for Persons With Developmental
Disabilities Served in Institutional and Community
Settings. The study compared the assessments of
people who recently were admitted or recently left
RHCs with the assessments of people in other
community settings. The study found:

e There were clients with very high support need
scores who were served in community based
settings.

e Despite differences in average support need scores
between the three client groups, there was much
overlap between these groups in the level of
support needed in areas of basic living (e.g., home
living, community living, health and safety).

* There is much less apparent overlap in the level of
behavioral support needs for clients served in the
three settings (institutions, community residential
and other community based), although clients with
very high behavioral support needs were present in
all three groups.

* There were no statistically significant differences in
assessment scores between clients in institutions
and those in community residential programs,
except for the behavior scale and some medical
scale scores. However, the clients who were
assessed with the highest behavioral and medical
scale scores were residing in the community rather
than in institutions. This may indicate that a
capacity issue exists in community residential
settings that support individuals with high
behavioral and medical needs.

Achieving our shared vision will require full engagement of communities, local service providers,
partners, and other stakeholders. The starting point for those discussions will be to engage families in
articulating, in depth, what elements need to be enhanced in the system of supports. A series of focus
groups with families and self-advocates in a broad cross-section of circumstances is being organized to
answer, from a person-centered perspective: 1) What services and supports are needed for the very
young, school age, and adult children? 2) What is government responsible to provide? 3) What services

and supports should be priority?
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